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The need for consistent treatment monitoring: 

Findings from LSHTM prospective qualitative study amongst PLHIV in Serbia 2006-2007 

Sarah Bernays, Katarina Jankovic and Prof Tim Rhodes

Report objective: 
To illustrate the impact of irregular access to monitoring tests, CD4 and PCR, on people living with HIV/AIDS (PLHIV) using data from the prospective qualitative study (2006-2007). 

Recommendation: 

CD4 and PCR monitoring tests for PLHIV should be placed on the positive list as a matter of urgency to ensure that all PLHIV in need have regular access.  

Research study background

The research team from the University of London has been conducting research in collaboration with UNDP since 2005. This has been in the form of two qualitative studies. The first was a baseline study (2005-2006) where we interviewed 42 PLHIV and 18 service providers in Serbia and Montenegro. This was funded by DfID and was part of the HPVPI programme. We then followed up 20 PLHIV in a second study which was prospective with multiple interviews and diaries aiming to capture a more in-depth accounts of their lives and to trace changes over time.  The study was conducted in 2006- end 2007 and was funded by a UK research Council (ESRC). 

The focus of the baseline study was insecure delivery of HIV treatment in Serbia. The prospective study was designed to follow up the experience of HIV treatment in Serbia for PLHIV. We did this by interviewing participants at least three more times and asking them to keep diaries in which they recorded their experiences of treatment. Fortunately the study has witnessed improvements in the continuity of treatment supplies over this period (2006-2007). However what does remains a pressing concern is the sporadic availability of monitoring tests for assessing CD4 counts and viral load. Reagents are not currently on the positive list.  Funding for their purchase is uneven and not part of a sustained plan. As a result they are frequently unavailable. Within the last year CD4 tests were not available at the Infective Clinic for eight out of twelve months (End April 2007 to January 2008). From our research this is not a just recent problem but has been ongoing since at least 2005 (Bernays et al 2007). 
The researchers are not HIV clinical specialists. The medical argument for ensuring that the blood count and viral load of patients are monitored in order to assess the efficacy of treatment is well known (Atwiine 2002 et al). In addition there is a clear economic argument supporting regular access to monitoring tests for patients on HAART. If a patient is taking ineffective treatment and this is not recognised, as tests are not regularly done, then a patient is likely to develop resistance to that group of therapies and possibly opportunistic infections. As one participant said, “it was something like a blind date. You know, you are taking some medicine, and even you don’t know if it will be the right one for you or not” [P1SB1, September 2006]. 
Monitoring and responding to the impact of therapy enables clinicians to more effectively manage the therapy options and the efficacy of treating HIV. Without regular monitoring tests money (through the purchase of therapy) is being poured in to a pot and is leaking out of the bottom because there is no test to ensure that the right treatment is being prescribed or if it is still effective: worse still it may actually be reducing the chances of effective treatment in the future through allowing resistance to develop. 

The contribution this qualitative research can make is to illustrate the psychosocial impact it has on the everyday lives of PLHIV. Qualitative research focuses on the perspectives and experiences of individuals. The sample size in qualitative research is much smaller than in quantitative research. It aims to capture more in-depth information, sensitive to the nuances of realities and experiences. Whilst it does not purport to be categorically generalisable our sample is selected to be representative and as we have encountered very similar stories amongst all participants we can say with some confidence that it is likely that the findings from this study would reflect the experiences of other PLHIV not part of the study. The words of the participants will be used to explain the experience of inconsistent availability of monitoring tests.  

Study findings

We have found that the inconsistent availability of monitoring tests, in particular for CD4, is a source of serious concern for patients. In dealing with the unpredictable and complex disease CD4 and PCR result tests provide an important sense of security for participants.  
That’s how you feel secure, you know. Because this is very important. This is the only way how you can check up what’s going on inside you, you know. One thing is what you’re feeling but another thing is what is really going on inside your body, and this is the only way how you can prove it… How can you say these drugs are good for you, if you don’t have tests, any test that can show you that this so? [P1SB1, September 2006]

Measuring their progress through their test results gives patients confidence and also encourages them to feel that they have some control over their illness. 
I, for example, can’t manage it [my HIV] at the moment, I can’t keep my condition under control. [P3KJ2, April 2007]; 

Helpless, just helpless, you feel so helpless [P5SB, September 2006].

If I knew I was alright or not, if I knew I was supposed to take my medications and if I knew that I shouldn’t, it would be different [P3KJ2, April 2007].
As funding for the tests is not available consistently, tests are distributed on a pragmatic basis with judgements made on availability and need. A systematic distribution of tests is not possible as there is no long term forecast for testing availability, nor a systematic database which compiles patient records and needs. The doctors do an impressive job in the circumstances, but inevitably given the constraints that they are working in there are patients in need who miss out. This exacerbates existing feelings of insecurity around HIV treatment supplies and efficacy. 

The doctor says, opens my file, and says ‘You know, you should get CD4 and PCR done’. And I’m like great, and he says ‘Only we don’t have…’. And then you say, ‘Alright, thanks, when it’s available we’ll do it’. And then, I don’t know, I come the following month, and then it turns out ‘Oh, you know it was available from the 1st to the 20th’, and I went there on the 21st and they’ve used it all. [P2KJ1,August 2006]

The doctor thinks we should do it [CD4 and PCR testing] more often, and the last time he told me it was high time we had it done, because it’s really necessary, but the machine was broken. [P3SB3, September 2007 ] 
There were times before when he [the doctor] was saying, for instance, ‘It would be good to do CD4 tomorrow’, or I don’t know ‘in ten days, but unfortunately we have none’, so ‘when it [the equipment] shows up I will tell you’, or ‘come to the Clinic’, I don’t know, ‘next week and see if there are or not’. [P1SB2, March 2007]

Since April 2007 everyone has been affected by the lack of monitoring tests at the clinic. Participants reported that this was a medical and psychological concern. Treatment is difficult to take. However without monitoring tests side effects are psychologically harder to manage, as patients and doctors are unaware whether they are caused by the virus or the treatments. Critically it is undermining people’s trust in the efficacy of treatment as they can not assess if the particular combination they are taking is or continues to be working.  
Without the right treatment, you are lost, not only lost, you can die, you can die. That is reality. [PSB2, March 2007].

Whilst people recognise their dependence on treatment, the anxiety caused by ‘not knowing’ may negatively affect their adherence and commitment to being on treatment. 

I’m starting to fear the complications related to not taking medicines more and more, and those related to frequent changes in medicines… Not that something will happen to me because of AIDS, but because of not having the medicines and frequent changes and the like. [P2KJ1, August 2006]

The alternatives offered, in the absence of monitoring tests at the Infective clinics, are reported by participants to be unsatisfactory. Informal arrangements with other clinics were stopped when it became known that the resources were being ‘improperly shared’. The formal alternative for patients is to visit the VMA. This is seen as stressful by patients who require a referral from their doctor and then approval from social services. 
One participant describes the difficulties in having to first seek referrals and then visit an unfamiliar place:
Either they can’t see or they’re not mobile or they’re partly mobile. Then some don’t have the courage to go to their GP and say, they don’t know how they’ll be seen there, what the reaction of their doctor will be like. Then again to go to the Social Services with the referral, who will they run into there, will they run into someone there, maybe they ask “Why have you come here, what do you want to go to VMA for, what…” It’s such a complication. [P10KJ3, September 2007]  (lines 302-308)
You need to chase some papers to reimburse it, but I really don’t have the strength to spend two days around Belgrade”. [P11KJ3, October 2007] lines 359-361

Each point through the system is an unpredictable and anxious encounter for PLHIV. The effort and stress involved in navigating the system puts many people off getting their tests done through this route. Many patients make the decision to go only when very ill. This undermines the preventive capacity of monitoring tests as indicators for early action to avoid unnecessary complications of ineffective treatment. 
“I mean and it’s really difficult… I really couldn’t do that, you know….and then when you do you go to this VMA, it’s huge, you don’t know your way around, and alright, you get to this 13th floor, it’s ok… But it’s more of a problem, it’s just a problem sitting down with some nurses you don’t know, you know, they get my blood out, a large needle… I mean, we don’t have all this at the Infective Clinic. You know, we know the nurses and they know us … That’s how I feel it, you know… You feel bad, you feel like no one cares for you… You feel like you’re on your own. Like, I’ll go through this horrible procedure if I have to. And now the question is how will I know I have to? There’s no way to know. If something happened and I found out. All patients simply think like that. They’re waiting for this final moment. And they don’t know, here, I know I’m not doing anything, I mean I hope my CD4 is not so low, but it’s not that great either, but I mean, that’s the way everybody thinks. You know if something really happens to me, if I’m ill, like all other people, I’ll go…” [P2KJ3, September 2007 lines 409-421]
Poor access to regular monitoring tests has been a dominant feature of participants’ accounts throughout the research. Participants feel that they are playing a waiting game: for them this is not acceptable. Firstly they cannot afford to waste time or treatment options through ‘blind’ assessments of their conditions and secondly they do not feel anything is being done to improve the situation. 

This extract is taken from a participants’ diary illustrating their escalating anxiety about not having monitoring tests, particularly when this is accompanied by therapy supply problems: 

P3KJAD 2

Lines 1003-1005:
8th May 2007

But it’s important that owing to the selfless efforts of those nurses working there and the doctors, that I can know what, what my CD4 is and… You know, there are no CD4 reagents now and what’s my PCR so I can be somehow, in a way I can be happy about it.

13th May 2007

Medicines, all three medicines… One of the three medicines in the combination is not available at the Clinical Centre pharmacy, I think it’s ziagen… So I won’t go to get the medicines with prescriptions I got today before next week. And in the meantime the doctor gave me 10 pills of stocrin so I wouldn’t run out. I have the other two. Some. So next week I’m going to get the medicines.

13th July 2007

Lines 1189-1190:

By the way, at the Infective Clinic… reagents for CD4 and PCR tests aren’t available. So rarely someone is taken blood out. It sounds… awful……

Lines 1197-1202: 

Maybe I’ve already said this, but at the Infective Clinic you can’t get the blood analysis performed. I mean, you know what it is, biochemical blood analysis. They told us to go to our Health Centres on that issue. I haven’t been yet to the Health Centre for it, because I don’t know how, maybe I’ve already said this, how the nurses will react to my lack of veins, only neck veins or groin veins for taking the blood. So, the Infective Clinic is not performing the blood analysis anymore. I don’t know why. Mystery.

23rd July 2007

Lines 1297-1306

Except for the reagents for CD4 and PCR are at the moment unavailable at the Infective Clinic, also blood analysis… I repeat and repeat myself. You can’t do the blood analysis at the Infective Clinic, biochemistry, it’s done in Health Centres, and I can’t find a nurse in the Health Centre… that would take my blood out in the way I’ve already described, from the groin artery, I mean, neck vein… Nurse that would do it skilfully, and with no fear of HIV, I don’t want to yell it’s evening and the neighbours can hear everything.…. P3KJ2
This report aims to illustrate that not having access to regular monitoring tests for CD4 and PCR at the Infective Clinic is a source of serious concern for PLHIV. It is imperative that these are added to the “positive list” in order to ensure the effective application of therapy and successful treatment outcomes. 

The study represents the voices of many PLHIV and aims to create a forum in which they can be heard. Speaking up about this for those living with HIV is fraught with risk and anxiety. The relative silence from PLHIV on this issue should not interpreted as their indifference to the situation. Instead it is indicative of the silencing of their context and the lack of power PLHIV feel they have to speak out. 

For example you go into the hospital and you see very serious people lying in the boxes. Very seriously ill. You know, like, skinny, problems, can’t walk… It’s really a life matter for them, like what therapy they’ll have, whether their CD4 is known, if the CD4 is low all sorts of things can happen to them… However, it’s very interesting that everyone’s quiet…

Why do you think everyone’s quiet?

Well, I don’t know. You know, maybe they’re quiet because they think some really important people are dealing with it, who wouldn’t even open the doors to their offices for them… Finally, they don’t even know where to go. And on the other hand, there’s the ombudsman, to tell you the truth I don’t know where it sits even. I guess it’s at the Clinical centre, but the very thought of going through… I just mean, looking for someone and waiting for someone, to explain all this to them, it’s a problem for ill people and it always will be. I mean… it really has nothing to do with them being irresponsible or with their needs. [P2KJ3, September 2007 Lines 384-400]
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